Palliative Care
Palliative care is an approach that improves the quality of life of patients and their families facing the problem associated with life-threatening illness, through the prevention and relief of suffering, by means of early identification and impeccable assessment and treatment of pain and other problems, physical, psychosocial and spiritual. Palliative care is applicable early in the course of illness, in conjunction with other therapies that are intended to prolong life […] and includes those investigations needed to better understand and manage distressing clinical complications. 14 The core clinical activities of palliative care are symptom management and optimization of function, care planning, support, and end-of-life care. 15 Palliative care recognizes the uniqueness of each person as the central focus around which the therapeutic relationship develops. Care planning requires knowledge of the illness, its trajectory, prognosis, and treatment options, an understanding of the individual's experience and understanding of their illness, as well as their values, wishes, hopes, and goals. As treatment options and technology have become more complex, care planning has become a central activity. End-of-life care involves education, care, support, assistance, and bereavement counselling. 14 Care is delivered by a community of providers who value collaboration, advocacy, and research.
Psychiatry and Palliative End-of-Life Care
The Canadian Hospice Palliative Care Association articulated national principles and norms of practice in its 2002 publication, A Model to Guide Hospice Palliative Care. 16 The American Psychiatric Association's position statement, Core Principles for End-of-Life Care, reiterated central principles of end-of-life care. 17 Moreover, it articulated a commitment to the relief of suffering in its many forms.
Methods

Research Question
What does the literature say about palliative care for people with preexisting severe persistent mental health illness?
Search Strategy
Electronic data sources were searched to identify articles that addressed palliative care for people with SPMI. These included: MEDLINE, CINAHL, PsycINFO, Healthstar, EMBASE, ERIC, Dissertation Abstracts, and the Cochrane Database of Systematic Reviews. An initial strategy was developed for MEDLINE using the Medical Subject Headings (MeSH): palliative care or terminal care or hospices, and mental disorders or mentally ill person. These terms were altered to fit the specific data source searched.
Databases were searched from the earliest date available to December 2007. With the exception of EMBASE, each data source was reviewed by a minimum of 2 authors working independently, with disagreement about inclusion or exclusion of a paper referred to a third author. Papers meeting inclusion criteria were reviewed for key words missed in the initial search terms and were reviewed against Citation Index and Web of Science. Bibliographies were searched to identify other suitable papers.
Articles and abstracts in languages other than English (Dutch, German, French, and Spanish) were translated by one author or by colleagues who were given written guidelines regarding inclusion and exclusion criteria. Four non-English papers are included: 2 in German and 2 in French.
these topics in palliative care. A comment has also been made about homelessness and end-of-life care, as most people who are homeless have a mental illness.
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Exclusion Criteria
Excluded from the review are mental illnesses associated with organic brain syndromes, neurodegenerative diseases, substance abuse other than alcoholism, and mental illness secondary to terminal illness. Also excluded are papers with titles referring to the "incompetent" people or patients that lacked an abstract, caregivers who have a mental or palliative illness, and literature focusing on suicide, physician-assisted suicide, euthanasia, or request for death or to hasten death.
Analysis
A data abstraction form provided a consistent framework for data collection. Papers that met inclusion criteria were reviewed by all authors. Initially, articles were categorized as research or nonresearch papers, with the view that only research papers would be analyzed. However, the dearth of rigorous empirical papers and the compelling narratives contained in the nonempirical reports prompted us to conduct a constant comparative analysis of the themes. The empirical papers were critically appraised and included in discussion under the appropriate theme.
Results
The initial search yielded 68 articles; most from peer-reviewed journals (Table 1) . Eleven papers were empirical and addressed various research questions using different designs (Table 2) . Fifty-seven papers were case reports, commentaries, editorials, or opinion pieces. Analysis of all the papers yielded 4 main themes. The following represents a summary of these themes. Decision Making Capacity and Advance Care Planning Capacity, informed consent, and medical decision making are interrelated concepts with a rich history in the palliative care, mental health, and medicolegal literature. Medical decision making capacity is "the ability to understand and appreciate the nature and consequences of health care treatment decisions, including the risks, benefits and alternatives." 19 Decision making capacity is specific to a particular decision or task rather than to a diagnosis. Four abilities are required for decision making. These are the ability to: understand relevant information; appreciate the information; use recognizable reason and logic in making a choice; and express a stable choice. [20] [21] [22] While the idea is not universally accepted, Candilis 23 suggests that a greater degree of capacity is needed to make more complex decisions, where there is a higher risk to benefit ratio, and that among decision making abilities, the ability to communicate a choice requires the least competence, while a greater ability is needed to have an emotional and personal understanding of a situation and its consequences.
Discussions about end-of-life often bypass people with SPMI because there is a presumption of incapacity and a fear that such discussions will be emotionally and cognitively destabilizing. 6 Recent studies challenge these beliefs about lack of capacity to make decisions about end-of-life care. Foti and colleagues 4,5,27,28 developed advance care planning tools to explore decision making capacity, preferences for advance care planning, and preferences for end-of-life care. The authors used hypothetical end-of-life scenarios (involving pain, physician-assisted suicide, brain death, and paralysis) and asked participants to select treatment choices for an imaginary individual and consider what they would want for themselves. Scenarios were supplemented with questions used to elicit values, opinions, and attitudes concerning end-of-life care. There was a high degree of congruence between the choices made by the participants for themselves and the choices they made for the imaginary individual. Choices of people with SPMI were similar to those expressed by some racial and ethnic groups who experience disparities in access to health care, quality of care, and delivery of services. Similar health care disparities may influence the attitudes of people with SPMI. 27 The authors concluded that while people with SPMI have more difficulty with understanding and reasoning, compared with the general population, tailored educational interventions can improve understanding to a level that falls within the range of informed decision making capacity. People in the study were capable of participating in treatment-related decision making and tolerated the discussions.
5 While Foti's study 5, 27 had limitations, it was the first to describe end-of-life treatment preferences for people with severe mental illness. The most common concerns were: financial burden on family or loved ones; emotional burden on loved ones; being in pain and suffering; interpersonal issues such as leaving family and friends; funeral and disposition of the person's body; and spiritual concerns. 5 Most participants believed that someone should be designated to make health care decisions for a person who is too sick to do so. 5 Foti's research also supports the "feasibility, acceptability and utility of a standardized approach to medical advanced care planning." 5 While there are potential benefits to advance directives, such as supporting autonomy and enhancing communication, and while many jurisdictions have advance care legislation and guidelines in place with court-ordered precedent for them to be respected, 29 there may be institutional or legal impediments to advance care planning for people with SPMI.
4,30
Access to Care Accessing appropriate and timely health care is difficult. People with SPMI may experience or respond to symptoms differently and may delay or not seek medical assessment. 6, 25, [31] [32] [33] This response is thought to be multifactorial and related to biological, social, and psychological issues. 6 When these people seek help from health care providers, they may not present in a typical way and a history may be difficult to elicit. 34 Comorbid medical conditions may also be complex. Symptoms of medical and mental health illnesses may not be recognized, leading to undertreatment.
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As a result, people with SPMI may not have access to cure-oriented treatment in a timely manner, and "palliative care may become the treatment from the time of detection and diagnosis."
6, p 92
People with SPMI bear a disproportionate burden of comorbid medical and social problems, including substance abuse, homelessness, and incarceration. 25, 31 
Provision of Care
Most information is presented from a health care provider's perspective and articulates challenges to care. Challenges are secondary to mental illness, to lack of knowledge on the part of the health care provider, or to system barriers.
Illness-Related Issues. SPMI presents challenges to assessment, to building therapeutic relationships, to finding common ground on which to develop a plan of care, 36, 38 and to providing palliative care. 12, 31, 39 People with mental health illness may have behaviours that make history difficult to elicit or understand. They may decline to be interviewed, 34 Because of these issues, treatment of physical or mental illness may not be possible. 38 Even optimal palliative care may not be possible. Whether or not to use physical or chemical restraint to carry out an investigation or treatment considered by health care providers to be in the individual's best interests is a recurrent dilemma. 23, 38, 42, 43 However, restraint is often abandoned for ethical and practical reasons. In the end, the individual may be allowed to pursue his or her own course, not because it seems best, but because better approaches are not possible. 38 Management decisions are then based on compassion 35 and with a view to maintaining the relationship. 23 The key responses to these challenges are: good medical care, a relationship that protects the patient's integrity, and nonabandonment. Suggestions for medical care include multidimensional assessment, 25,43 using periods of symptom remission and increased lucidity to complete advance directives, discuss plans of care, and carry out physical examinations and tests; being alert to signs of physical illness, 25 anticipating needs, giving serious attention to complaints despite difficult behaviour 34, 44 ; treating pain, 25, 37 and continuing established medication regimens if they were successful. 6 Other recommendations include learning about SPMI and developing skills to address behavioural issues, 25 ; expectation of dysfunction and failure 5, 6, 24, 25 ; lack of health care choices 4, 5, 24, 27 ; estrangement from family, lack of continuity of supports, and for some, homelessness. 25 Alcohol-Related Disorder. The articles on alcohol-related disorder suggest the following:
· Define terms such as abuse, dependence, and addiction clearly.
41,61
· Alcohol dependence needs to be assessed, acknowledged, and managed at end of life because not doing so may increase distress. Alcohol abuse and dependence are associated with psychiatric comorbidity, have a potential impact on symptom distress, social relationships, adjustment to illness and adherence to treatment plans, and may contribute to delirium.
41,53,61-63
· While the prevalence of alcohol addiction in people with life-threatening illness is unclear, screening for alcohol abuse should be routine. The CAGE questionnaire may be a useful tool but needs to be trialled more widely in people who have life-limiting illness. 61, 64, 65 · The focus should be on harm reduction rather than abstinence with a view to exerting enough control over alcohol use to allow palliative care interventions to decrease suffering. 39, 41, 53 · A multidisciplinary approach is needed to minimize withdrawal symptoms, evaluate and treat comorbid psychiatric disorders, develop effective coping skills, support treatment compliance, and manage relapse.
53,63
· When capacity exists, people have the right to make poor decisions.
66,67
· Relationship, respect, hope, and nonabandonment are central.
39,68
Anorexia Nervosa. Substantial controversy surrounds the view that anorexia nervosa is a SPMI that may require a palliative approach. Homelessness. Common problems for people with SPMI, such as access to care, pain management, determination of goals of care, advance care planning, and decision making in the absence of families or friends, are compounded when homeless. Access to acceptable care is a particular issue. A person who is homeless cannot be cared for at home and yet may not tolerate institutional care. 18, 26, 77 Podymow et al 18 describes the Ottawa shelter program where nurses meet people initially and provide care on the streets. He attributes the success of the program to providing an accessible environment and to establishing a trusting relationship. 18 Such a relationship enables palliative homeless patients to come for care in their own time.
26,77
Discussion
Recommendations
Recommendations from the articles are clear: · Palliative care must be centred on the needs of the person with SPMI. A therapeutic relationship based on respect, dignity, hope, and nonabandonment is central.
· Until we know otherwise, assume that people with SPMI have palliative care needs similar to the general population-needs for pain and symptom control, maintenance of function, enhancement of quality of life, support for relationships, and the possibility of dying well.
· Ensure access to care. There is a need for service integration and continuity of care, interdisciplinary and interspecialty teamwork, communication, and outreach into community agencies and shelters. Cross-training in palliative care and mental health is recommended.
· Integrate principles of hospice palliative care in end-of-life care for people with SPMI.
· Revise or develop policies and guidelines to address the needs of this population.
· Conduct more research specific to this population.
Strengths and Limitations of the Papers
There are few empirical studies addressing palliative care for people with SPMI and there is even less information about the palliative care needs of, or the nature of palliative care provided to, people with SPMI.
The research by Foti and colleagues 4, 5, 24, 27 is important. The values, hopes, and goals of patients are at the heart of palliative care. Partnership with patients is central. Foti's work demonstrates that this partnership is possible. Foti actively sought input from people with SPMI regarding health preferences, selection of a health care proxy, and advance care planning for end-of-life illnesses. 5, 27 As a result, their perspective is represented more directly than elsewhere.
Foti used action research, 4 which is a participatory and consensual approach to study a situation to improve it. 78 Stakeholders at multiple levels were involved to ensure accurate problem identification and realistic implementation strategies. Foti's group involved mental health and hospice palliative care personnel, from front-line to administration, within the institutional and community sectors. An initial needs assessment led to the creation of a health network, which met regularly to advise the project regarding service development and problem solving. The needs assessment also served as the impetus for the development of a committee to address policy and regulation issues. Inclusion of key stakeholders at an early stage of the project not only enabled the identification of needs specific to the population but also optimized the understanding of the system issues, solidified endorsement of the proposed intervention, and ultimately ensured participation at all levels to address the issues, from front-line care to policy direction.
The few empirical papers reflect the challenges of conducting research in marginalized, vulnerable, very ill populations where access to patients is difficult, capacity questionable, consent difficult to obtain, and the benefit to burden ratio is difficult to determine. Knowing this, the risk is that either little is done or that it becomes the rationale for poorly designed studies. However, energy should be channelled into identifying questions along the research continuum to which appropriate rigour can be applied. Results from such studies would be useful and would add to the overall body of knowledge for this population. Qualitative methods in the early endeavours are critical to identifying fundamental issues for further inquiry. Qualitative questions nested within a mixed-method project such as Foti's serve as critical companions to the quantitative components, which together ultimately inform and shape such inquiry. This method, known as triangulation, confers rigour and enhances the validity of the results.
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Within this literature review, the few empirical studies, although methodologically limited, serve to establish a baseline of inquiry and a platform on which future studies can be built.
The literature may not represent the experiences of people who have SPMI. As such, it may overrepresent a population with very difficult problems and may overrepresent institutional care, where the focus is often on the health care provider's uncertainty or the system's inability to address issues. Research needs to focus on the experience of people with SPMI, using rigorous qualitative methods that focus on specific populations.
For many of the same reasons, the voices of family members are underrepresented. The literature suggests that many people with SPMI are isolated from their families. It is hard to know how accurate this observation is or whether the literature is written about those with the most difficult problems.
Implications for Clinical Care
The research by Foti et al 4, 5, 24, 27 demonstrates that people with SPMI can participate in end-of-life decision making. While this work was done in an outpatient setting and needs to be trialled in other settings, it challenges clinicians to learn how to facilitate these conversations.
In hospice palliative care, the patient and family are often observed making decisions together and making decisions that take one another into account. 79 While autonomy is about preserving the integrity of the self, the preservation of that integrity involves preserving another. For example, an individual may decide to have, or to forgo, a life-prolonging treatment to meet the need of a loved one.
Palliative care has articulated a "consensus-based" The articles on anorexia nervosa address opposing concerns.
There is a concern that care providers may adopt an attitude of futility and that curative or life-prolonging options may be abandoned too soon. Conversely, people do not want lifeprolonging therapies that have little chance of success and that prolong suffering. This is a delicate balance, especially in caring for people who are marginalized.
Implications for Education
For now, cross-training of mental health care and palliative care providers may be practical. This cross-training needs to include family physicians, otherwise it risks being an institutional model. In the future, ideally, mental health providers will have palliative care training and develop it within their specialty to meet the needs of people with SPMI.
Many of the articles are collaborative efforts between disciplines, usually medicine and nursing, in departments of palliative care or psychology, with contributions from social work. Given the identified need for integration between palliative and mental health care, it would be promising to see more collaboration between mental health and palliative care, with reports in one another's discipline-specific journals and textbooks. This type of positive interprofessional modelling would support the integration of educational initiatives at all levels of professional development.
Implications for Research
The need to address care for underserved and socially excluded populations is a research priority. 89 People with SPMI need to be included directly in this research.
SPMI does not describe a homogeneous population. There is a spectrum of mental illness and a complexity to end-of-life diagnoses. Hence, research needs to describe this population in terms of diagnoses, mental status, types of service needed or lacking, place of care, and place of death, to enable clinicians to determine how results inform the care of any given group.
Implications for System Change System issues are inextricably tied to established guidelines, legislation and (or) funding. Legal safeguards, originally designed to protect people with SPMI and guarantee access to care, now appear in some jurisdictions to be a barrier to end-of-life care. 30 While particular issues resulting from institutional regulations and laws may not exist everywhere, comparison of end-of-life care for SPMI in different jurisdictions and cultures may enhance understanding of required safeguards. Foti's research 4 demonstrated the potential for action research to identify system issues, to work collaboratively with stakeholders to effect change, and to provide input at the policy level. MacDonald 90 challenges palliative care to consider how to prevent suffering associated with lifethreatening illness. If palliative care is to do this, it needs to address social and health care policy. It needs to address poverty, housing, employment, stigma, and marginalization.
Limitations of This Review
Papers referring to the "incompetent" patient and lacking an abstract were excluded from the review. In doing so, some papers might have been missed. While the articles described a range of issues, diagnoses, settings, and care providers, the limited number of empirical studies may reduce the generalizability of these results. As well, actual care may be ahead of the literature. Individual regions and groups might have developed collaborative models of care not yet reflected in published journals.
Conclusion
The field of palliative care for people with SPMI is wide open and in need of methodologically sound studies, which will help define the issues that exist for this vulnerable population. Recognizing the similarities between mental health and palliative care should lead to collaborative ventures and discussions in an attempt to address common and parallel issues. To paraphrase Appelbaum: "What then should we expect regarding the future (of end-of-life care) for persons with serious mental illness? The answer should be: The same as we do for everyone else." 21, p 515 Further, as we improve end-of-life care for people with SPMI, we will learn how to provide better care for all.
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